Objective To gain understanding of the first-hand experience of women prior to and following repair of a vaginal fistula, to determine the most effective support mechanisms.
Introduction
An obstetric fistula is a debilitating childbirth complication, in which prolonged or obstructed labour leads to destruction of the vesico-vaginal/recto-vaginal septum, resulting in urinary and/or faecal incontinence. 1 Although eliminated in high income countries, it remains a major public health problem in the world's poorest countries. 2 Poor access to quality health services, poverty, low literacy levels, inequity, female genital mutilation, poor road and communication infrastructure contribute to high fistula rates 2 ; several million cases are currently thought to exist in sub-Saharan Africa and South Asia. 3 In East Africa alone, 5400 new fistulas occur yearly; Kenya accounts for 1500 of these, with 90% being obstetric in origin. 4 This is likely to be an underestimate, as many fistulas go unreported.
In Kenya, about 46% of births occur at home 4 ; delayed decision-making at the household and facility level contributes to fistula prevalence, thus affecting the most vulnerable women. Fistula is highly stigmatising and afflicted women often become social outcasts. The continuous urination causes physical pain, inhibits a woman's social interactions, erodes her economic power and disrupts her relationships. 5 In addition to the impact on physical well-being, studies have revealed substantial emotional challenges and depression. 6, 7 However, most qualitative studies to date have focused on the views and experiences of women pre-fistula repair and at the time of surgery; there is limited evidence about what happens to women when they return to their communities. 8 Most obstetric fistulas can be repaired through surgery, which local audit data (in regions studies) shows is on the increase, from 100 in 2008 to 1400 in 2014. 9 Successful repair often provides women with immediate physical freedom from incontinence. 10 The main aim of the study was therefore to explore the first-hand experiences of women pre-and post-surgical repair, and to gain understanding of the facilitators and barriers to effective recovery. A key objective was to map the women's progress up to 6 months post-repair to see how women adapt after repair as they seek to reintegrate themselves into their communities.
Methods
The study was conducted between July and December 2014, following ethical approval from the University of Nairobi and The University of Manchester. A hermeneutic phenomenological approach was adopted, guided by Heidegger's work. 11 This approach allows one to study experiences while recognising that the observations and interpretations will be influenced by one's own prior experiences and beliefs. Phenomenology was an appropriate way of capturing individual women's journeys; to this end, prospective longitudinal data were collected in the form of women's narratives. The approach recognises the uniqueness of each woman's lived experience, but it also supports the collective interpretation from which a phenomenon can be described. This phenomenon provides clarity to our understanding, enabling critical reflection and leading to recommendations for practice. Hermeneutic phenomenology was also chosen as the research team (obstetrician, midwife, public health nurse and psychologist) believed that they were unable to fully suspend their own prior knowledge and experiences; a reflexive stance was therefore adopted, whereby the authors reflected on how they may have influenced the interpretations.
Sample
A purposive sample of 16 women was obtained from three centres in three districts of Kenya. The settings were chosen because of the prevalence of fistula reporting, the availability of surgical repair and access to the facilities. Eligible participants were provided with written and/or verbal information in the local language (Kiswahili). Women were included if they presented with urine and/or faecal leakage, were booked for surgery, and had the capacity to communicate. Women who consented to be interviewed signed a consent form. The recruitment and consent process was conducted by a researcher who was not part of the clinical care team.
The sample size was in keeping with the phenomenological approach, whereby the richness of the data took priority over the number of participants. Academics have debated whether data saturation should be aimed for in such studies. 12 Although data saturation was not sought in this study, the team believe that it was reached, as no new themes were emerging.
Data collection
A broad interview schedule was developed from prior experience and knowledge of published literature, thus gaining content validity, i.e. the questions covered the main areas relevant to the topic of interest. The tool was piloted in a hospital in the Eastern Region of Kenya prior to study initiation. Minor changes were made to the tool related to community involvement in fistula care. Women were interviewed at two time points: the first interview was conducted after admission and before surgery, and the second 6 months after surgery. All interviews were conducted in a private clinical room. The interviews lasted on average 60 minutes per person and focused on experiences during and after surgery.
Analysis
All interviews were audio-recorded, transcribed verbatim (word by word) and translated to English, where applicable. Pseudonyms were used to maintain anonymity. Data analysis was guided by that described by van Manen. 13 First, transcripts were read and re-read in their entirety, to allow data familiarisation. Then, significant sentences were highlighted, along with clusters of sentences that provided context to the text. Throughout the process, the whole transcripts were reread to observe any trends in the themes and ensure correct interpretations. This process of hermeneutic reflection 13 and the hermeneutic circle 11 are pivotal to hermeneutic interpretive phenomenology. Moving backwards and forwards between individual textual sections and whole narratives recognises women's personal experiences while allowing interpretation of the data as a whole. To aid rigour, a research journal (recording researcher's experiences), field notes and an audit trail were kept throughout the process. 14 Furthermore, the primary researcher led the analysis, but with input and discussion from the remainder of the team to ensure confirmability of interpretations. 15 
Results
In-depth interviews with 16 women were conducted from July to December 2014, at three fistula centres in Kenya:
Kenyatta, Kisii and Coast General hospitals. Most participants had some education (primary, n = 10; secondary, n = 3; none, n = 3). Peasant farming was the most common occupation (n = 11); three were in small business and two were students. Eight of the women were married (five lived with husband), seven were single and one was divorced. Three of the eight married women were estranged from their husbands as a consequence of having a fistula; these women were living with relatives. One woman was divorced as a direct result of having a fistula. Of the 16 women, 12 had live births. The median length of time that women had lived with fistula was 72 months (range 8-726 months). We did not observe differences in data according to the duration of fistula, pre-repair.
Two overarching themes emerged from the analysis: pathway to social isolation and the pathway to social re-integration. These themes were supported by a number of subthemes.
Theme 1: Pathway to social isolation
Following fistula, women became vulnerable and isolated; a major contributor was the negative social interactions that women had with others. The stigma associated with fistula reinforced this isolation. Poor role identity, in terms of loss of social functioning, key roles and personal relationships, was a further consequence of having a fistula. Financial hardship, through diminished employability was also common, isolating women further. A combination of these issues led to the erosion of self-worth; in many cases this led to psychological distress and, in some cases, suicidal tendencies.
Sub-theme: Negative social interactions
Women living with fistula experienced negative social interactions that initiated feelings of humiliation and distress. Women were stigmatised by members of their local communities. Consequently, they withdraw from social encounters.
Due to the constant urine leakage, and associated smell, many women were called pejorative names such as 'Mache esosera' (stagnant rain water)' or 'mama mkojo' (mother of urine). Some women were compared to wild animals like the mongoose (ekenyaminyonge). The Abagusii community in Kenya compared women to this animal because it is associated with bad odour, self-isolation (people do not like it) and loneliness (often moves alone): They call us (fistula patients) ekenyaminyonge (Mongoose).
[Sandra]
Another woman elaborated on this, suggesting that it has become a topic for group ridicule:
. . . others wait for me to pass by then they beckon each other saying 'Hey! Urine is passing! [Binti] Clearly, there was misunderstanding within the community, of the cause of fistula:
They start pointing fingers at the woman living with fistula saying, That one! She has a terminal illness; she has AIDs, that is why she leaks urine nonstop.
[Salma]
Women generally had no access to support networks, as indicated by one woman:
Because of their insults, and hatred, I prefer to walk alone and go on with my chores as if I have no friend.
[Malaika]
Poor role identity The women's accounts reveal they experience loss of key roles such as being a wife, mother or daughter and being part of a wider family network. Often women were abandoned by their husbands and close family soon after developing a fistula:
My husband never visited even a single day. I don't know what he was told by his mother. I just can't understand what happened; all I know is that he abandoned me in my hour of need. (Silence. . .1 minute). Nobody came to take me home or just visit, I ended up staying in the hospital for 6 months.
[ Gladness] In traditional African societies, a woman's role as a wife and mother gives her status and respect within the community. When women were denied these roles, they felt debilitated. Women's lives changed acutely in a very short period of time in a way that was out of their control:
I have no shoulder to lean on, no income, no husband and no children. All I had vanished in a flash. [Binti] Women who had lost their homes were offered accommodation by family and others but often this was shortlived. The attitudes of family members would often be negative, ultimately contributing to depression and suicidal ideation. One woman said:
Life with my sister in-law was difficult, they treated me like an outcast, it is like everything I touched was left with a bad smell. The pain and suffering was immense, I lost a lot of weight and the depression was too much. Many occasions I felt like I could just die and stop bothering people. [Pendo] For some women, belonging to a church was part of their supportive, social networks before fistula. Women valued their role as part of the church community. However, post-fistula women were denied an active role in the Church:
Even the church members segregated me; I gave up going to church. . . [Taabu] Diminished employability and financial hardships In the settings studied, women either relied on their husbands for financial support or earned a living through employment. If unsupported women were unable to work, due to stigma or caring responsibilities, they quickly experienced poverty:
. . . I have a 2-month-old baby, no food, no income, nothing to hold onto so I am forced to make charcoal to feed my children. . . Honestly, my life has been very difficult. Poverty adds more trouble onto the burden of living with a fistula.
Some women valued being able to contribute to the family income; when they were unable, this impacted on family resources, and also demoralised the women:
Before fistula developed I supplemented the family income by working in people's farms but now the little money my husband makes from casual jobs go to my upkeep. This dependence is not nice; the economy is tough on us all.
[Fatima]
Erosion of self-worth
A combination of continuing stigmatisation, loss of role and economic burden eroded women's self-esteem. Being stigmatised, isolated and pitied often led to depression. Women felt worthless and believed they were a burden on others. Continuing isolation led to feelings of hopelessness, to the extent that several women contemplated suicide.
I had no feelings . . .. I just wanted to kill myself so my mother and her house could be more habitable especially for those who have no sin, no terrible smell. . .one day I felt like hell had broken loose, I climbed the tree in our home and just as I planned to pull the rope, I looked down to make sure there was no one to resuscitate me, only to see my daughter asking to breastfeed. The maternal instinct worked on me, I came down slowly to breastfeed and go back to accomplish my mission. But as fate would have it, my mother came in only to see the rope around my neck while the baby suckled innocently.
[Taabu]
The lack of support and sensitivity from some clinicians re-enforced women's feelings of worthlessness and isolation. This often started with inadequate explanations regarding the cause of the fistula and how it might be managed. A 14-year-old, who had laboured for three days, resulting in a stillbirth, stated:
I did not know I had the fistula and the doctor never informed me about it. The nurses said it is expected and that I will be fine when I go home. So, we came back to the hospital and gave them feedback but none of the health workers seemed to know what next. Nobody even said an encouraging word, instead they said that I am panicking for no apparent reason, which women go through this (leaking urine) for a while before it stops.
[Clarity]
Another said:
When I noticed that I was not able to control urine, I informed the hospital staff. The response I got was heartbreaking. They said "the person who delivered your baby did not know how to stitch you up." [Flower] Theme 2: Pathway to social reintegration Women expected to be seamlessly reintegrated into their communities, post-fistula repair. However, full recovery and restoration of self-worth was dependent not only on physical recovery but on their ability to regain their pre-fistula identity, develop personal relationships and gain employment. This theme had two distinct sub-themes: miracle phase and post-miracle phase.
The 'miracle' phase
Following fistula repair most women were immediately symptom-free. After years of emotional and physical disability women were overjoyed with the outcome. Women referred to the repair as a 'miracle from God', a 'rebirth' and a 'time of great celebration': I am dry! . . . No urine leakage, not even a drop! Indeed, God works in miraculous ways. In my whole life, I have not witnessed such a miracle, I am completely healed.
[Gladness]
Several women expressed a sense of disbelief that they felt 'normal' again: I feel fresh! . . . You can see it from my dressing code (points at her clothing). I have healed. I feel so different, my sister. Look (pointing at her face) even my general health has improved greatly. [Binti] Following successful repair and restoration of continence, women were happy to leave the past behind them. Many of the women's close families had shared in their stigma and shame. It was apparent that positive effects of the fistula repair were seen to extend to the entire family:
These days, my children keep asking, mama, are you not washing your clothes today? If you don't wash your clothes early, they will have a bad smell, they say. Even the 3-year-old child knows there is a difference in my life; honestly it is now clear to me that my whole family was hurting deeply. Anyway, the most important thing is that all the urine leakage is part of my history, bad history. [Fatima] Women reported an instant positive effect on their quality of life following repair, making them more confident to resume everyday activities:
I came by matatus (public transport) like anybody, actually I sat in the front seat near the driver without fear of wetting any seat or looking back to see who is talking about me. All that fear and stigma is now history. [Binti] In particular, women reported that their sleep patterns were able to return to normal as they were not getting up several times a night to wash and change clothes and bedding:
Now I don't use pads anymore. Although the skin burns are not healed completely, it's a small thing compared with the hell where I have come from. At night I sleep like a baby, no worries, no anxieties, no shame of washing my bedding every day. It is a whole free world.
[Darling]
The 'post miracle' phase Following discussion of the initial elation at being 'cured' of fistula, and free from urine leakage, some women began to express concerns about the future. Women discussed several potential barriers to full integration, which they had experienced over the course of the first 6 months following repair. The main barriers were their ability to generate income so that they could retrieve their previous standard of living, and their anxiety about personal and sexual relationships with men following repair.
Women began to express fears about reintegration at the pre-fistula stage:
Still if it succeeds where will I go? I have no home or money to start a business of my own. Where will I go? Plus, we were told we will be discharged with the catheter, what man can accommodate a woman with a catheter in his house? [Pendo] Post-fistula repair, these concerns remained:
I have lived with my uncle for many years but I am not eager to go back. How I wish I could find a job and sustain myself. (She starts to cry sobbing a lot . . . silence.) (7 min) [Pendo] One woman post-repair talks about rebuilding relationships:
Men are good only when things look good. . . It will take me a long time to begin trusting anyone. [Darling] Women expressed concern about their future relationships. Several women had experienced emotional abuse from their husbands and/or suffered abandonment. As a consequence, women were reluctant to consider new relationships:
The man whose child I delivered and got a fistula left the minute it developed 30 years ago. He robbed me of my youth, my womanhood, my identity; I want nothing to do with men and their sex appeals, which is a closed chapter in my life. [Pendo] Another woman echoes this viewpoint:
Ten years of pain and loneliness have taught me never to trust a man; never. [Salma] For some women, abuse continued post-surgery, despite receiving a written letter to take to their village administrators/elders to deter the husbands from engaging in sexual intercourse with their wives for 6 months after repair. One woman described the attempted rape by her husband:
My mind was focused on my healing. However, 3 days ago he (husband) demanded to have sex with me, when I declined he became violent and wanted to rape me. . . I screamed and neighbours came to my rescue. He has not spoken to me yet, and for refusing his sexual advances, he refused to give me fare to come for this visit. . . I thought he will honour the letter that was written by the doctor indicating I abstain from sex for 6 months, he did not.
Discussion

Main findings
Our study demonstrated that surgical repair and subsequent physical recovery did not automatically equate to psychological well-being and social reintegration. Women's emotional journeys traversed feelings of despair (before repair), feelings of elation (immediately post-repair) and concerned anticipation (6 months post-repair). Women, post-fistula repair, had to adapt to a new life without fistula. Adapting to a life in which they were free from urine leakage was welcomed, and involved changes to their daily routines. Observing the positive impact on their children, after surgery, was also a major facilitator.
A number of barriers prevented effective recovery, one of which was internalised stigma. Women had learnt to cope in a hostile environment, in which individuals were igno-rant and unsympathetic. Returning to such an environment was fraught with obstacles, particularly as women had been marginalised in their own communities. This lack of belonging, which for many women had lasted many years, was difficult for them to overcome, particularly as ostracism had been the major determinant of social isolation.
Most women had no family or occupation to return to following repair; lack of support and economic dependence led them to isolate themselves from society. Such experiences eroded women's self-worth and compounded their financial hardships. Whereby women were willing to accept poor living conditions and minimally paid employment before repair, they did not wish to accept such circumstances following repair; this became a major source of frustration. Neither did women automatically wish to resume sexual relationships. Many women had been abandoned and/or abused by their partners and, despite there being a community expectation that women do not remain single; their trust in partnerships had been eroded.
Strengths and limitations
Previous studies have tended to be cross-sectional; therefore women's journey's pre-and post-surgery were not captured. Our study was unique in that our longitudinal approach enabled us to highlight the temporal changes of the emotional and physical burden of fistula and the longevity of impact on women's lives. Interviews were conducted in three distinct fistula centres to ensure a breadth of experience was elicited. Additionally, women were interviewed across sites by a public health nurse who is trained in the conduct of interviews which may be of a sensitive nature.
This study was conducted in one country, Kenya, and therefore the findings may not extend to other African countries. Only the women who had fistula were interviewed, but it would be of interest to interview their male partners to explore the effects of fistula on their lives and the accompanying social reactions. Many men abandon the women once they have developed fistula but we do not know the potential peer, family and social pressures that influence this decision. Similarly, it would be beneficial to access the views of key persons within the women's own communities to further the understanding of the settings to which women return post-repair. This knowledge and understanding will aid the development of culturally sensitive and targeted interventions moving forward.
Interpretations
The debilitating impact of fistula on women's physical 5, 16, 17 psychological 18, 19 and social 16, 17, 20 well-being is well known. However, there has been little understanding of women's experiences post-fistula repair. One could conceivably imagine that following successful surgery, women would return to their pre-fistula state; this was not the case in our study. Other studies, as reported in a recent systematic review 8 of qualitative research, also identified the challenges faced by women post-fistula repair. Consistent with other studies, 8 we found that the memory of the fistula remained long after the immediate post-operative period. However, this review also highlighted the lack of good quality qualitative research on which to base recommendations. Furthermore, included studies were limited to the period following repair.
The views of the study participants resonate with our earlier survey work in Kenya, 21 which showed that community members were ignorant about the causes, prevention and treatment of fistula. This lack of fistula knowledge and poor community involvement gives rise to continued stigma and condemnation of women once they have left hospital. Stigma is a factor that has been shown to reduce the quality of life of women, post-fistula surgery, having an impact on their physical and mental health. 5, 7, 17 Women in this cohort believed they did not 'belong' in their local community. Belonging is a multi-dimensional social construct and is fundamental to an individual's social well-being. 22 Failure to belong creates social isolation. Much has been written on the theory of isolation; the work of Lin 23 particularly resonates with this study. Lin proposes that isolation can happen at four different levels of the social concept: there is an outer community layer, an organisational layer (e.g. hospital, church and work), a closer network layer (e.g. husband, family and friends) and an inner personal layer. To tackle the problems experienced by the women in this study, intervention is likely to be required at each level.
Financial hardship and lack of support can lead to a downward spiral which leaves women living in misery, having to beg for food, accommodation and other basic necessities. Reports in a recent Ethiopian study concur with these findings. 16 The long-term effects of such experiences include depressive illnesses and suicidal tendencies. 17 These views are contrary to an earlier study 10 which implied that psychosocial well-being can be resolved by surgical interventions alone. Our findings, that women expressed depressive statements and suicidal ideation, are in line with Muleta et al. 17 who found that of 48 women pre-repair with depressive feelings, over half (54%) had suicidal tendencies. These findings support the need for more active psychological assessment in the management of fistula women, and the role of targeted psychological support in any package of care given in the post-repair phase.
Conclusion and recommendations
Fistula surgery alone is insufficient to reclaim women's lives. There needs to be a continuum of care for women post-surgical repair which includes assessment of the physical, social and psychological well-being of women. The repair is necessary to help the woman achieve continence but it is only the starting point from which women can seek social reintegration. Social integration is a complex phenomenon 24 in itself and it may have different meanings for different women. For some it could mean a return to a stable marriage, for others full integration within the community. The degree to which women can integrate into their communities is dependent on their psycho-social state, available support mechanism and individual selfesteem; health professionals have a key role in the recognition of individual needs and initiation of appropriate referral. Further research is needed to explore women's expectations and goals following fistula repair to enable the development of interventions that are suitably tailored. It may also be useful to explore experiences according to the duration of the fistula to identify potential differences to target interventions appropriately.
Health systems need to mainstream fistula care and information provision in existing reproductive health programmes, through training and dedicated fistula teams within the region. Training should include awareness-raising of the impact of their role and communications on women's feeling of isolation and worthlessness. Furthermore, health professionals need to advocate family and community support for women with fistula. This advocacy could take place through community forums, printed and social media.
Fistula teams should explore the most appropriate ways of socially reintegrating women. Such interventions are complex and will require a multi-level approach. Careful consideration needs to be given to how individual components of such an intervention relate to women's outcomes. Any such intervention would need to be subjected to a rigorous experimental study.
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